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Abstract
The aim of this study was to describe the psychological and physical health needs
of informal caregivers in a rehabilitation hospital and explore differences related to
informal caregiver and care recipient characteristics. Readiness to engage in health
promotion and perspectives on mindfulness meditation were assessed. Informal
caregivers (N = 33) to patients receiving inpatient or outpatient treatment completed the Multidimensional Health Profile screening tools. Readiness to change was
assessed using the readiness ruler approach. Almost half of participants (45.5%)
had a chronic illness and 18.2% reported that it interferes with daily functioning.
Low Positive Health Habits were reported by 43% of participants, and Negative
Health Habits were reported by 25%. A subgroup (15%–20%) reported both physical and mental health concerns. A majority of participants indicated it was both
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very important for them to improve their physical and mental health and felt very
confident they could do so. Receptivity to mindfulness meditation was high, with
72.7% reporting an interest. Comprehensive screening and counseling interventions
to address the physical and mental health of informal caregivers in physical rehabilitation hospital settings are needed, and information gained from screening could
be addressed in interventions delivered by systems-oriented rehabilitation counselors. A mindfulness meditation intervention may be a useful strategy for promoting
well-being in this population.
Keywords: family response to disability, health promotion, health and well-being,
rehabilitation counseling process or strategies

Caregiving is increasingly recognized as a critical public health issue that affects quality of life for care providers as well as care recipients (Schulz & Sherwood, 2008; Talley & Crews, 2007). In the
United States, millions of individuals spend a substantial amount of
time serving as informal caregivers to friends or family members
with disabilities or health conditions that impair their functional independence (Altman & Blackwell, 2016; Edwards, 2020; Stevens et al.,
2016). These informal caregivers provide an essential link between
the health care system and home/community settings, often assuming complex medically related care responsibilities with limited training, preparation, or ongoing support to effectively manage caregiving
demands. Although positive aspects of caregiving have been reported,
such as having a positive outlook on life or appreciating life more
(Choi et al., 2019; Yu et al., 2018), a growing literature highlights the
challenging, stressful, and time-consuming nature of caregiving and
the adverse effects of caregiving on the physical and mental health of
the care provider (Adelman et al., 2014; Allen et al., 2017; Bouldin et
al., 2018; Ochoa et al., 2019).
Understanding of caregiver well-being has increased exponentially
in the last decade, yet important knowledge gaps persist. For example,
the bulk of research on caregiver well-being has focused on well-being
of informal family caregivers after they have been engaged in caregiving for an extended period of time (Adelman et al., 2014; Allen et al.,
2017). Much less is known regarding caregiver physical and mental
health at key transition points in the caregiving journey, including at
the point at which the caregiving role is initiated. Documentation of
the challenges facing caregivers when they initially assume caregiving
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responsibilities is critical to develop preventive interventions and reduce risk for adverse caregiver outcomes. Given evidence that caregiving impacts diverse factors that influence caregivers’ quality of life
(Geng et al., 2018; Liu et al., 2019; Or & Kartal, 2019; Zavagli et al.,
2016), it would be informative to comprehensively assess behaviors,
attitudes, and symptoms that play a role in caregivers’ health and psychosocial well-being. Moreover, much of what is known regarding the
well-being of care providers is derived from studies predominately
exploring the experiences of informal caregivers to children with developmental disabilities and informal caregivers to individuals with
cancer (Frambes et al., 2017) or with Alzheimer’s disease and other
dementias (Tang et al., 2019). The extent to which existing findings
regarding informal caregivers’ needs and experiences generalize to
other populations such as those caring for individuals impacted by
strokes, brain injuries, or spinal cord injuries is limited. These informal caregiving experiences are also different in that they often occur
without preparation for the caregiver role.
Emerging research is beginning to attend to not only the risk factors involved in informal caregiving but also to resilience-promoting
factors. For example, in a recent study, dispositional mindfulness and
perceived adaptive coping abilities of informal caregivers assessed
during intensive care unit (ICU) hospitalization were associated with
lower depressive symptoms at 3 and 6 months follow-up (Meyers et
al., 2020). Mindfulness meditation interventions are of growing interest to support the well-being of informal caregivers (Dharmawardene et al., 2016). Mindfulness is often defined as an awareness that
comes from paying attention to the present moment, without judgment and doing so with intention and purpose (Kabat-Zinn, 1994).
When engaging in mindfulness, there is also a sense of openness and
curiosity (Bishop et al., 2004). Often this attention is directed toward
our feelings, thoughts, bodily sensations, and surrounding environment. Mindfulness meditation is one way to engage in this type of purposeful non-judging awareness. Simultaneous exploration of multiple
components of wellbeing, including inter- and intrapersonal aspects
of psychosocial functioning, and health habits/behaviors and health
attitudes in addition to the presence of health problems, would provide a more comprehensive understanding of the intervention needs
of informal caregivers.
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The medical rehabilitation setting provides an ideal, but under-researched, context for addressing identified gaps in the family caregiving literature because informal caregivers are frequently called upon
to help facilitate recovery of function and independence following a
serious injury or illness (Jolliffe et al., 2018; Nas et al., 2015; Winstein
et al., 2016). To address this gap, the current study surveyed family
caregivers of patients treated at a hospital specializing in the physical
rehabilitation of children and adults with traumatic brain injuries, spinal cord injuries, severe stroke, and other neurologic, orthopedic, and
complex medical conditions. Three research aims were explored. The
first aim was to describe the physical and mental health of informal
caregivers in a medical rehabilitation setting, including resilience-promoting factors such as coping and social support. The second aim was
to examine whether physical and mental health needs vary according
to the characteristics of the informal caregiver or care recipient. The
third aim was to examine caregivers’ perspectives on the importance
of self-care and their experiences and interest in mindfulness meditation, a promising approach for reducing depression, anxiety, and
stress in medical contexts (Dharmawardene et al., 2016).

Method
Participants
The socio-demographic characteristics of 33 informal caregivers who
participated in the study are summarized in Table 1. Caregivers were
primarily parents (36.4%) or spouses (36.4%) of patients. Their average age was 49.7 years (SD = 16.2) and most were married (66.7%),
identified themselves as White/Caucasian (78.8%), and reported a college degree or some college (48.5%) as their highest level of education
attained. The majority of participants identified as female (75.8%)
and the remaining 24.2% identified as male. The most common diagnosis for caregivers’ family members was brain injury/neurological
condition/ stroke (63.6%). The majority of participants (84.8%) had
a family member in inpatient care. Among the remainder, 9.1% had a
family member receiving intensive outpatient treatment and 6.1% had
a family member in regular outpatient services. Length of treatment
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Table 1. Descriptive Characteristics of Participants.
Variable
Relationship to patient, n (%)
Parent
Spouse or partner
Other
Age, M (SD)
21–30 years
31–40 years
41–50 years
51–60 years
61–70 years
71 years or older
Marital status, n (%)
Married or partnered
Not married or partnered a
Gender, n (%)
Female
Male
Race/ethnicity, n (%)
White/Caucasian
Hispanic
Asian/Pacific Islander
Black/African American
Native American
Biracial or multiracial
Educational attainment, n (%)
High school or less
Some college or college degree
Some graduate school or graduate degree
Family member’s diagnosis, n (%)
Brain injury, neurological condition, or stroke
Spinal cord injury or orthopedic condition
Other medical condition

n (%)
12 (36.4)
12 (36.4)
9 (27.3)
49.7 (16.2)
6 (18.2)
4 (12.1)
6 (18.2)
7 (21.2)
8 (24.2)
2 (6.0)
22 (66.7)
11 (33.3)
25 (75.8)
8 (24.2)
26 (78.8)
7 (21.2)
2 (6.1)
1 (3.0)
1 (3.0)
1 (3.0)
11 (33.3)
16 (48.5)
6 (18.2)
21 (63.6)
9 (27.3)
3 (9.1)

a. Includes single/never married, separated/divorced, and widowed.
† p < .10

time at this hospital for participants’ family members was as follows:
39.4% less than 1 month, 36.4% 1 to 2 months, 15.2% 3 to 4 months,
and 9.1% more than 6 months.
Procedure
Informal caregivers to adults or pediatric patients who were receiving care at a Midwest medical rehabilitation hospital following a severe injury or illness were recruited on-site at the hospital between
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October 2017 and May 2018. The facility specializes in rehabilitating
patients who have experienced stroke, spinal cord injury, brain injury,
complex medical issues, and a variety of other conditions or traumatic
events, and provides a complete continuum of post-acute services, including inpatient rehabilitation, a long-term acute care hospital, subacute rehabilitation services, outpatient services, an extended care
program, and day rehabilitation services. A table was set up in public spaces (e.g., waiting rooms, cafeteria), and rotated locations to ensure that the study was visible to caregivers of patients from various
hospital treatment programs. The table was staffed by undergraduate research assistants who advertised the study using a recruitment
poster affixed to the table.
Individuals who approached the recruitment table were provided
with study information and screened for eligibility (i.e., over age 19
and an informal caregiver to an individual with a chronic health problem or disability who is being treated at the hospital in an inpatient
or outpatient program). After obtaining written informed consent,
participants were provided a survey packet. In appreciation of completing the study questionnaires, each participant was given a reusable water bottle. The study was approved by the Institutional Review
Boards overseeing the research.
Measures
The Multidimensional Health Profile, including both the Health Functioning (MHP-H) and Psychosocial Functioning (MHP-P) components,
was used to quantify participants’ physical and mental health care
utilization, health beliefs and attitudes, health habits, life stress, coping skills, social resources, and mental health functioning (Karoly et
al., 2005; Ruehlman et al., 1999). The MHP-H consists of 69 items
grouped in five areas that measure response to illness, health habits,
health history, health care utilization, and health beliefs and attitudes.
The MHP-P is made up of 58 items grouped into four main areas that
measure life stress, coping, social resources, and mental health (including life satisfaction and psychological distress).
Raw scores from the MHP-P and MHP-H item responses were converted to standardized T-scores and interpreted following the established conventions in the assessment manual. For most scales and
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subscales, a T-score of 60 is 1 standard deviation above the normal
average (50) and is considered moderate in severity, while a T-score
of 70 represents high severity. For all scales and subscales, the higher
the T-score, the more severe problems the respondent endorses. The
MHP-P and MHP-H scales demonstrated good test–retest reliability
as well as convergent and discriminant validity (Karoly et al., 2005;
Ruehlman et al., 1999). Cronbach’s alpha was estimated for MHP-P
and the MHP-H scales and subscales in the current study sample. Most
scales were found to have acceptable internal consistency (α = .72–
.91). On the MHP-P, three subscales had Cronbach’s alphas below .70,
including Depressed Affect (α = .58, three-item scale), Anxious Affect
(α = .68, three-item scale), and Cognitive Disturbance (α = .40, threeitem scale). On the MHP-H, four subscales had Cronbach’s alphas below .70, including Self-Help (α = .65, three-item scale), Health Values (α = .65, four-item scale), Trust in the Health Care System (α =
.49, three-item scale), and Hypochondriasis (α = .58, four-item scale).
Participants’ readiness to make changes in their physical and mental health was assessed using the readiness ruler approach (Miller &
Rollnick, 2002). Participants rated how important it was for them to
improve their physical health using a scale ranging from 0 (not at all
important) to 10 (very important). Next, participants rated how confident they were that they could improve their physical health, if they
decided to, using the same 0 to 10 rating scale. The same procedure
was then used to assess participants’ beliefs regarding importance
and confidence of improving their mental health/emotional well-being. For descriptive purposes, participants’ responses were collapsed
as follows: 0 to 3 = not at all important/not at all confident, 4 to 7 =
somewhat important/somewhat confident, and 8 to 10 = very important/very confident.
Participants indicated their familiarity with mindfulness meditation
using the following two questions: (a) Have you ever heard of mindfulness meditation? (yes/no), and (b) Have you ever practiced mindfulness meditation? (yes/no). The following item assessed participants’
interest in learning more about mindfulness meditation: Mindfulness
meditation has been shown to improve overall health and emotional
well-being. Is this something you would be interested in learning more
about? (yes/no).
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Results
Psychosocial Functioning
T-scores and follow-up recommendations based on MHP-P scores and
cutoffs specified in the manual are presented in Table 2. “Suggested”
follow-up evaluations were identified by the screening tool based on
responses in the four domains (Life Stress, Coping, Social Resources,
and Mental Health), with the Anxious Affect subscale and Social Support scale yielding the greatest percentages of suggested follow-up
evaluations (33.3% and 30.3%, respectively). In addition, the screening tool pointed to the “Strongly Recommended” need for follow-up
evaluations for a high percentage of participants in response to Somatic Complaints (27.3%) and Guilt (12.1%) within the Psychological Distress scale (21.2%), Tangible Support issues (15.2%) within the
Social Support scale, and Perceived Stress (12.1%).
Table 2. Caregivers’ Scores on the MHP Psychosocial Functioning Screener.
Domain
Scale

T-score

Follow-up evaluation (%)

Subscale
M
SD
Range
Suggested a
						
Life stress
Number of Stressful Events
Perceived Stress
Coping
Social resources
Negative Social Exchange
Social Support
Emotional Support
Informational Support
Tangible Support
Mental health
Life Satisfaction
Psychological Distress
   Depressed Affect
Guilt
Motor Retardation
   Anxious Affect
Somatic Complaints
Cognitive Disturbance

Strongly
recommended b

52.1
50.9
49.1

10.1
12.0
8.2

37–72
37–80
33–67

21.1
9.1
12.1

6.1
12.1
0.0

51.0
54.2
51.8
52.8
54.4

11.7
11.7
9.3
9.4
12.3

37–85
38–84
41–76
37–75
41–83

3.0
30.3
15.2
18.2
21.2

9.1
9.1
3.0
3.0
15.2

53.3
54.7
48.2
53.8
55.3
54.5
55.2
52.6

9.4
12.3
13.3
11.3
10.3
9.2
12.3
10.0

35–70
35–76
25–74
37–72
36–74
38–72
42–78
36–72

18.2
9.1
12.1
24.2
21.2
33.3
3.0
21.2

9.1
21.2
6.1
12.1
9.1
3.0
27.3
6.1

MHP = Multidimensional Health Profile.
a. Includes individuals with T-scores from 60 to 69. bIncludes individuals with T-scores ≥70.
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Physical Health Status, Health Care Utilization, and Health Habits of
Informal Caregivers
Almost half of participants surveyed (45.5%) indicated that they have
a chronic illness lasting 6 months or longer, which is similar to the
prevalence of individuals reporting a chronic health condition in the
United States (Buttorff et al., 2017). Nearly a fifth (18.2%) of participants with a chronic illness reported that it interfered significantly
with their daily functioning. Almost a quarter of participants (24.2%)
reported visiting their physician 3 to 5 times in the past year (excluding visits for pregnancy), and 15.2% reported six or more office visits. Six percent of participants reported two to five separate overnight
hospital admissions in the past 12 months and 9.1% of participants reported receiving treatment at emergency room 3 to 5 times over the
same time period. Participants endorsed low Positive Health Habits
more than Negative Health Habits. Regarding the former, 27.3% of
participants were suggested for follow-up and 15.2% were strongly
recommended for follow-up. Comparatively, for Negative Health Habits, 12.1% of participants were suggested for follow-up and another
12.1% were strongly recommended for follow-up.
Response to Illness, Health Beliefs, and Health Attitudes
The majority of respondents (89.9%) described their typical illness
as mild or moderate versus serious (3.0%) or very serious (6.1%).
Examination of participants’ help-seeking behaviors in response to
their typical illness revealed that follow-up was suggested for a third
of individuals across all four help-seeking scales, including Self-Help
(33.3%), Professional Help (36.4%), Help From Friends (30.3%),
and Spiritual Help (30.3%); however, few individuals scored in the
strongly recommended for follow-up range (see Table 3). A similar
pattern was observed for the scales comprising the health beliefs and
attitudes domain. Specifically, although a fifth to over a third of participants surveyed were identified as suggested for follow-up across
all scales (with the exception of Hypochondriasis), fewer individuals
were strongly recommended for follow-up.
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Table 3. Caregivers’ Scores on the MHP Health Functioning Screener.
Domain

T-score

Follow-up evaluation (%)

Scale
M
SD
Range
Suggested a
						
Response to illness c
Self-Help
Professional Help
Help From Friends
Spiritual Help
Health habits
Positive Health Habits
Negative Health Habits
Health beliefs and attitudes
Self-Efficacy
Health Vigilance
Health Values
Trust, Health Care Staff c
Trust, Health Care System d
Hypochondriasis

Strongly
recommended b

48.8
51.7
53.8
54.9

9.6
9.7
9.7
9.7

36–73
33–69
39–77
34–75

33.3
36.4
30.3
30.3

3.0
0.0
6.1
6.1

55.7
53.1

10.9
14.1

32–73
29–88

27.3
12.1

15.2
12.1

51.6
53.6
57.0
50.3
45.7
51.0

10.2
11.1
9.7
11.1
9.6
10.1

36–76
30–71
40–72
31–74
23–66
36–82

21.2
30.3
39.4
36.4
27.3
9.1

3.0
3.0
3.0
3.0
3.0
3.0

MHP = Multidimensional Health Profile.
a. Includes individuals with T-scores from 60 to 69, unless otherwise noted.
b. Includes individuals with T-scores ≥70.
c. Follow-up suggested for individuals with T-scores less than or equal to 40 or 60–69.
d. Follow-up suggested for individuals with T-scores from 30 to 39 or 60 to 69. Follow-up
strongly recommended for individuals with T-scores less than or equal to 30 or ≥60 or ≥70.

Associations Between Physical and Psychosocial Health
To examine the relations between physical and psychosocial health
concerns, all MHP scales and subscales were recoded to group participants as either 0 = no follow-up indicated or 1 = follow-up suggested
or strongly recommended. MHP physical health scales and MHP psychosocial health scales/ subscales were then cross-tabulated to determine the percentage of participants for whom specific concerns
were identified for an aspect of physical health as well as psychosocial health (see Table 4). A general pattern emerged with a substantial subgroup of participants (approximately 15%– 20%) identified for
follow-up due to their Psychological Distress scores. This same subgroup was also identified for follow-up because of concerns related
to low Help From Friends, low Positive Health Habits, and low Health
Values. Additional overlapping areas of concern were observed for the
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Table 4. Percentage of Caregivers for Whom Follow-Up Was Suggested or Strongly Recommended for
Physical and Psychosocial Subscales
MHP physical health scales
		
SelfMHP psychosocial scales
Help
			
Number of Stressful Events
Perceived Stress
Coping
Negative Social Exchange
Overall Social Support
Emotional Support
Informational Support
Tangible Support
Life Satisfaction
Psychological Distress
Depressed Affect
Guilt
Motor Retardation
Anxious Affect
Somatic Complaints
Cognitive Disturbance

9.1
9.4
6.1
3.0
15.2
3.1
6.1
15.2
9.1
9.1
6.1
12.1
12.1
12.1
9.1
9.1

Profes
Help Spiritual Positive Negative SelfHealth Health
-sional From
Help
Health
Health Efficacy Vigilance Values
Help Friends		
Habits
Habits
9.1
6.3
6.1
6.1
18.2
12.5
15.2
12.1
0.0
6.1
3.0
6.1
12.1
3.0
6.1
9.1

9.1
6.3
0.0
0.0
12.1
3.1
6.1
12.1
12.1
15.2
9.1
18.2
15.2
15.2
12.1
15.2

9.1
6.3
6.1
3.0
6.1
3.1
3.0
9.1
0.0
9.1
3.0
9.1
12.1
6.1
6.1
9.1

9.1
6.3
3.0
6.1
15.2
12.5
9.1
12.1
15.2
15.2
12.1
18.2
18.2
18.2
18.2
9.1

15.2
9.4
0.0
0.0
6.1
3.1
3.0
6.1
9.1
12.1
3.0
12.1
9.1
12.1
9.1
12.1

9.1
6.3
6.1
3.0
6.1
6.3
3.0
6.1
9.1
6.1
3.0
9.1
6.1
9.1
9.1
6.1

9.1
6.3
6.1
0.0
15.2
9.4
9.1
9.1
9.1
9.1
6.1
12.1
9.1
9.1
9.1
6.1

12.1
9.4
3.0
12.1
15.2
12.5
9.1
15.2
15.2
18.2
9.1
21.2
12.1
21.2
15.2
15.2

Trust in Trust in
Providers System
9.1
9.4
3.0
3.0
18.2
3.1
6.1
15.2
6.1
9.1
9.1
12.1
15.2
12.1
9.1
12.1

Numbers are percentages.
MHP = Multidimensional Health Profile.

Social Support domain with low Self-Help and low tendency to seek
Professional Help in response to illness, low Health Vigilance, low
Health Values, and Trust in Health Care Providers. Approximately 15%
of participants identified for follow-up due to the Number of Stressful
Events they experienced in the past year were also identified for follow-up due to their scores on the Negative Health Habits scale. Participants identified for follow-up due to their feelings of Guilt were
also identified for follow-up because of concerns related to low Help
From Friends (18.2%), low Positive Health Habits (18.2%), and low
Health Values (21.2%).
Caregiver/Patient Characteristics and Caregiver Well-Being
Associations between caregiver/patient characteristics and followup classification on the MHP scales were estimated using analysis
of variance (ANOVA) and chi-square analyses using SPSS version 25.
For these analyses, all MHP variables were coded as 1 = no follow-up

12.1
12.5
3.0
6.1
9.1
6.3
6.1
3.0
3.0
12.1
6.1
12.1
9.1
9.1
9.1
12.1
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Table 5. Associations Between Caregiver and Patient Characteristics and Caregiver Well-Being.
F or χ2
		
Race/
MHP scale or subscale
Age ethnicity a
Number of Stressful Events 3.43*
Perceived Stress
2.58†
Coping
2.89†
Negative Social Exchange
1.41
Overall Social Support
0.12
Emotional Support
0.29
Informational Support
2.20
Tangible Support
0.07
Life Satisfaction
5.00*
Psychological Distress
2.98†
Depressed Affect
3.94*
Guilt
3.53*
Motor Retardation
3.12†
Anxious Affect
1.62
Somatic Complaints
2.23
Cognitive Disturbance
1.51
Self-Help
2.07
Professional Help
1.50
Help From Friends
2.17
Spiritual Help
2.66†
Positive Health Habits
6.16**
Negative Health Habits
0.27
Self-Efficacy
4.52*
Health Vigilance
3.05†
Health Values
0.22
Trust, Health Care Staff
0.37
Trust, Health Care System
1.77
Hypochondriasis
1.49

1.52
2.74
1.23
0.54
4.48
3.69
3.85
6.45*
5.33†
0.69
3.64
0.16
2.97
0.81
0.28
0.77
4.77†
4.72*
1.06
1.06
3.15
1.23
0.59
4.93†
4.08
0.59
0.28
4.53

Marital
status
2.79
0.50
0.14
0.52
4.35
2.37
2.08
2.74
1.69
2.33
0.92
0.78
6.62*
2.18
1.09
0.72
3.35
2.36
5.06†
0.66
0.13
1.32
2.09
4.36
2.72
0.53
0.52
2.28

Educational Relationship Patient
attainment
to patient diagnosis
4.54
2.31
1.58
2.00
1.77
2.40
2.09
4.59
2.15
3.78
3.53
1.45
3.54
2.03
6.05
2.12
2.88
1.38
7.13
3.36
2.84
6.28
2.62
3.01
1.41
2.54
4.53
2.00

3.80
3.60
2.75
3.54
4.94
4.82
6.45
2.67
3.02
6.53
8.74†
3.73
4.43
6.77
2.37
1.80
2.86
1.67
1.51
1.69
5.47
12.83*
7.67
11.73*
3.50
4.11
2.37
1.85

2.30
1.02
2.60
3.65
2.90
1.47
1.40
3.14
1.31
3.05
6.20
0.60
7.02
2.19
3.31
0.97
6.05
0.35
3.32
4.87
1.07
2.02
3.41
0.63
4.41
0.73
3.31
2.60

MHP = Multidimensional Health Profile.
a. Race/ethnicity was coded as 0 = White, 1= racial/ethnic minority (individuals identifying as
Black/African American, Asian or Pacific Islander, Hispanic, Native American, and Biracial or
Multiracial).
† p < .10 ; * p < .05 ; ** p < .01

indicated, 2 = follow-up suggested, 3 = follow-up strongly recommended. Results are summarized in Table 5. Caregiver age was significantly associated with Number of Stressful Events, F(2, 32) = 3.43,
p < .05; Life Satisfaction, F(2, 32) = 5.00, p < .05; Depressed Affect,
F(2, 32) = 3.94, p < .05; Guilt, F(2, 32) = 3.53, p < .05; Positive Health
Habits, F(2, 32) = 6.16, p < .01; and Self-Efficacy, F(2, 32) = 4.52, p <
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.05, with younger individuals generally scoring in the suggested follow-up range more frequently than older counterparts. Post hoc comparisons for Number of Stressful Events revealed that participants
scoring in the suggested follow-up range were significantly younger
than participants scoring in the no follow-up indicated range (M =
36.9 vs. 53.7 years). For Life Satisfaction, participants scoring in the
follow-up strongly recommended range were significantly younger
than participants scoring in the no follow-up indicated range (M =
29.0 vs. 54.2 years).
For Depressed Affect, participants scoring in the follow-up suggested and follow-up strongly recommended range were significantly
younger than participants scoring in the no follow-up indicated range
(M = 34.0 and 34.5 vs. 53.2 years). For Guilt, participants scoring in
the follow-up strongly recommended range were significantly younger
than participants scoring in the no follow-up indicated range (M =
39.0 vs. 55.0 years). For Positive Health Habits, participants scoring in the follow-up strongly recommended range were significantly
younger than participants scoring in the no follow-up indicated range
(M = 30.6 vs. 55.3 years). For Self-Efficacy, participants scoring in the
follow-up suggested and follow-up strongly recommended range were
younger than participants scoring in the no follow-up indicated range
(M = 38.4 and 38.4 vs. 53.9 years).
Race/ethnicity was significantly associated with Tangible Social
Support, χ2(2, N = 33) = 6.45, p < .05, and seeking Professional Help,
χ2(2, N = 33) = 4.72, p < .05. Post hoc comparisons for Tangible Social Support revealed that significantly fewer individuals identifying
as racial/ethnic minorities scored in the strongly recommended for
follow-up range and more individuals identifying as White/Caucasian
scored in the strongly recommended for follow-up range than would
be expected by chance. For Professional Help seeking, significantly
more individuals identifying as racial/ethnic minorities scored in the
strongly recommended for follow-up range and fewer individuals identifying as White/Caucasian scored in the strongly recommended for
follow-up range than would be expected by chance. Marital status
was significantly associated with the Motor Retardation subscale of
the Psychological Distress scale, χ2(2, N = 33) = 6.62, p < .05. Post hoc
comparisons on the Motor Retardation subscale revealed that more
unmarried/partnered individuals scored in the suggested follow-up
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range and fewer individuals identifying as White/Caucasian scored
in the suggested follow-up range than would be expected by chance.
Relationship to patient was significantly associated with Negative
Health Habits, χ2(4, N = 33) = 12.83, p < .05, and Health Vigilance,
χ2(4, N = 33) = 11.73, p < .05. Post hoc comparisons revealed for
Negative Health Habits—significantly fewer individuals identifying
as spouses/partners and parents scored in the strongly recommended
for follow-up range and more individuals identifying as “other” scored
in the strongly recommended for follow-up range than would be expected by chance. For Health Vigilance, significantly more individuals identifying as spouses/partners and parents scored in the no follow-up indicated range and fewer individuals identifying as “other”
scored in the no follow-up indicated range than would be expected by
chance. No significant associations were observed for educational attainment and diagnosis of the caregivers’ family member.
Readiness to Change
Participants’ readiness to make changes with respect to their physical and mental health is summarized in Table 6. No participants endorsed making changes in physical or mental health as not at all important to them; likewise, no participants indicated that they were
not at all confident in being able to make changes to their physical or
Table 6. Participants’ Readiness to Make Changes to Improve Physical and Mental Health
(N = 33).
Rating of
Importance to
Make Changes
Importance, n (%)
Not at all
		
PH
		
MH
Somewhat
		
PH
		
MH
Very
		
PH
		
MH

Confidence, n (%)
Not at all

Somewhat

Very

0 (0.0)
0 (0.0)

0 (0.0)
0 (0.0)

0 (0.0)
0 (0.0)

0 (0.0)
0 (0.0)

2 (6.1)
3 (9.1)

3 (9.1)
4 (12.1)

0 (0.0)
0 (0.0)

4 (12.1)
1 (3.0)

24 (72.7)
25 (75.8)

PH = physical health; MH = mental health.
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mental health. Regarding physical health, 72.7% of caregivers surveyed reported that it was both very important for them to improve
their physical health and that they felt very confident they could do so,
if they chose. Four participants (12.1%) indicated that it was very important to them to improve their physical health, but only felt somewhat confident that they could make the desired changes. Regarding
mental and emotional health, the majority of participants (78.8%) indicated that improving their mental health was very important, and
the majority of these individuals indicated that they felt very confident in that they could do so, if they chose.
Familiarity and Interest in Mindfulness Meditation
Over half (54.5%) of participants reported that they had ever heard
of mindfulness meditation, and 30.3% indicated that they have ever
practiced mindfulness meditation. Regarding receptivity to participating in mindfulness meditation, 72.7% reported that they were interested in learning more about this approach as a way to improve
their wellbeing. Interest in mindfulness meditation did not differ as
a function of caregiver age, t(31) = 1.79, p = .08; gender, χ2(1, N =
33) = 0.56, p = .46; educational attainment, χ2(2, N = 33) = 3.52, p =
.17; race/ethnicity, χ2(1, N = 33) = 0.76, p = .39; marital status, χ2(1,
N = 33) = 2.75, p = .10; relationship to the hospitalized family member, χ2(2, N = 33) = 3.73, p = .16; or diagnosis of the caregivers’ family member, χ2(2, N = 33) = 0.35, p = .84.

Discussion
A comprehensive understanding of the challenges facing family members when they initially assume caregiving responsibilities is critical
to develop preventive interventions and reduce the risk for adverse
caregiver and patient outcomes. The present study makes a unique
contribution to the small literature focusing on the well-being of informal caregivers to individuals recovering from injury or illness in a
medical rehabilitation hospital—a setting in which the role of informal
caregiver for a family member with a chronic health condition is often
initiated. The first aim of this study was to describe the psychosocial
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and physical health of informal caregivers. With respect to the former,
we found that the social support needs of informal family caregivers
are high at this time point, with a particular need in the area of tangible support (e.g., the provision of financial assistance, material goods,
or services). Caregivers also reported elevated levels of psychological distress, including guilt, anxiety, and somatic complaints. In the
extant literature, aspects of social support are associated with better
mental health and quality of life among family caregivers to individuals with disabilities and/or chronic health conditions (Bemister et al.,
2015; Klassen et al., 2007; Raina et al., 2004). For example, supportive conversations and larger social support networks have been linked
with healthy behaviors and the seeking and acquisition of health information, and have been shown to influence tangible health support
and coping assistance (Goldsmith & Albrecht, 2011). These findings
suggest that social support interventions may be a useful tool to promote psychological well-being in family caregivers during the transition to caregiving.
Consideration of the intrapersonal (e.g., preferences of the caregiver) and relational aspects of social support (e.g., quality of social
support interactions) in intervention development may help to facilitate the effectiveness of resources provided. A common assumption in
many clinical settings is that all social support is beneficial and that
increased availability of social support is always a desirable outcome.
This assumption fails to acknowledge the conceptual complexity of
social support (Sarason & Sarason, 2009) and limits the ability of individuals seeking to promote positive outcomes for family caregivers. For example, some studies have failed to find a positive relationship between social support and caregiver well-being (Smerglia et al.,
2007), while others have found that negative social interactions in the
context of “supportive” relationships contribute to worse emotional
functioning and lower quality of life among caregivers (Williams &
Hankey, 2015). Additional aspects of social support, such as whether
support was solicited by the caregiver or provided without prompting,
may also play a role in the impact of social support on caregiver wellbeing (Feng & Lee, 2010). Thus, social support interventions should
ideally be tailored to address caregivers’ unique support needs and
preferences (Wittenberg-Lyles et al., 2014).
With respect to physical health status and needs, our findings are
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consistent with the extant literature highlighting poor health in informal caregivers as a significant concern. In large-scale epidemiological
surveys, approximately 50% of informal caregivers have been found to
have at least one chronic health condition and over a third (33.0%) report having a physical, mental, or emotional disability that limits their
own functioning (“Caregiving for Family and Friends—A Public Health
Issue,” 2019). Poorer health outcomes among informal caregivers are
often attributed to the time-consuming nature of caregiving and lack
of access to adequate respite care, which can result in limited opportunities for caregivers to address their own health care needs and personal well-being (Acton, 2002; Dionne-Odom et al., 2017; Oliveira et
al., 2019). However, our findings indicate that many caregivers are already managing significant health problems at the onset of the caregiving role. Specifically, 45.5% of caregivers indicated that they have
a chronic illness lasting 6 months or longer and nearly a fifth of these
individuals reported that it interferes significantly with their daily
functioning. Modifiable behaviors that may be contributing to poorer
health in caregivers include low engagement in Positive Health Habits
(e.g., regular physical activity, healthy dietary intake), which was reported by 43% of our sample, as well as Negative Health Habits (e.g.,
smoking), reported by almost a quarter of the sample. Together, these
data highlight the need to provide health promotion interventions for
informal caregivers to help them adopt healthy lifestyle habits at the
time the caregiving role is assumed. Emerging research using dyadic
approaches suggests that such interventions would not only confer
benefits for caregivers’ own health and well-being but could also lead
to improved outcomes for the care recipient (Bidwell et al., 2017; Cipolletta et al., 2019; Meyers et al., 2020; Thomson et al., 2020).
The second aim was to examine whether family caregivers’ needs
vary according to the characteristics of the informal caregiver or care
recipient. Identification of factors that influence caregivers’ functioning is critical to identify vulnerable individuals and to develop effective interventions that promote caregivers’ health and emotional wellbeing. Although many would benefit from intervention, our findings
highlight two groups that may be at greatest need. First, a significant subgroup of caregivers (15%–20%) were experiencing problems
in both physical and mental health. A family caregiver’s own physical health has been identified as an influential factor in the decision
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to place a relative in a long-term care facility (Buhr et al., 2006). Individuals who are experiencing comorbid mental and physical health
challenges may have a significantly decreased capacity to provide adequate care for their family member, resulting in poorer health outcomes for the care recipient, increased need for out-of-home care
placement, and higher health care costs. There is evidence that psychosocial interventions provided to family caregivers can delay nursing home placement of individuals with dementia (Andrén & Elmståhl,
2008; Gaugler et al., 2013). Development and implementation of interventions that offer the potential to improve both the physical and
mental health of caregivers are needed.
Second, our findings also indicated that younger informal caregivers are faring worse than older caregivers in the medical rehabilitation hospital setting. This is a notable finding because it is often assumed that older adults are the most vulnerable population because
the stress and demands associated with caregiving taxes their physical abilities and compromises their more vulnerable immune response
systems, which in turn exacerbates existing chronic health conditions
(Navaie-Waliser et al., 2002). However, more recent studies report
similar levels of caregiver burden and quality of life across individuals from different generations (Kim et al., 2018). Moreover, younger
caregivers face additional challenges that their older counterparts are
less likely to encounter, such as unemployment or underemployment
during caregiving, the responsibility of simultaneously providing both
adult and child care, and having different family relationships with the
care recipient (i.e., providing care for a child or parent vs. a spouse).
In addition, attending to informal caregivers’ race may be informative in understanding their well-being needs (Willert & Minnotte, in
press). Our results suggest that caregivers identifying as White/Caucasian were more likely to need tangible social supports whereas those
identifying as racial/ethnic minorities indicated a higher need for professional help. The additional challenges found by age and race are associated with a constellation of well-established risk factors for poor
health in informal caregivers, including being female, having lower
socioeconomic status, residing with the care recipient, experiencing
depression, financial stress and social isolation/ lack of social support,
a higher number of hours engaged in caregiving tasks, and having a
lack of choice in being a caregiver (Adelman et al., 2014; Bradshaw et
al., 2019; Pilapil et al., 2017; Raina et al., 2004).
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The third aim was to examine caregivers’ perspectives on the importance of self-care and their experiences and interest in mindfulness
meditation. Using a readiness ruler approach, we found that the majority of caregivers surveyed reported that it was both very important
for them to improve their physical and mental health and that they felt
very confident they could do so. Research testing the clinical utility of
the readiness ruler has shown that this assessment of individuals’ motivation and readiness to change is predictive of actual behavior change
in interventions (Hesse, 2006). Thus, our results indicating high readiness to change among informal caregivers in the rehabilitation setting
suggests the onset of caregiving role would be an opportune moment
for health and wellness interventions. This finding is consistent with
an emerging literature documenting an interest in health promotion
screening and interventions among family caregivers to people with
chronic health conditions (Nightingale et al., 2019; Shaffer et al., 2019).
One type of intervention that may be beneficial for promoting
health and wellness among informal caregivers is mindfulness meditation. In a recent review of 12 studies involving mindfulness and
acceptance-based interventions with informal caregivers to people
with dementia, improvements were observed in caregivers’ depressive
symptoms, psychological flexibility, and self-compassion in the face of
stress (Collins & Kishita, 2019). In another recent pilot study of cancer
patients and their informal caregivers, participating in a mindfulness
meditation intervention that included the mobile app Headspace was
found feasible, well accepted, and associated with statistically significant reductions in distress, depression, and fatigue, and with increases
in perceptions of general health (Kubo et al., 2019). Public and professional awareness of mindfulness has increased significantly in recent
years, and mindfulness-based interventions for informal caregivers
are growing with promising evidence in reducing informal caregivers’ anxiety and depression (Hearn et al., 2019). In our sample, over
half of participants reported that they had heard of mindfulness meditation and a third had engaged in the practice of meditation. Overall, receptivity to a mindfulness meditation-based intervention was
high, with almost three-quarters of caregivers expressing an interest
in learning more about this approach to health promotion. Thus, we
conclude that mindfulness meditation may be an effective strategy to
support the health, well-being, and resilience of informal caregivers
within the physical rehabilitation context.

W i l l i a m s e t a l . i n R e h a b i l i tat i o n C o u n s e l i n g B u l l e t i n 6 4 ( 2 0 2 1 )

20

Study Limitations
Several study limitations should be noted. Our small sample was not
racially or ethnically diverse and was comprised mostly of female
caregivers. This homogeneity limits the generalizability of our findings to other groups. In addition, we were not able to access any additional information from the medical record to provide insight into
the clinical severity of the family members’ conditions or aspects of
their treatment, including length of stay. The physical rehabilitation
setting where the research was conducted provides services for inpatients and outpatients from across the United States who are recovering from serious injuries and illnesses. Thus, generalizability to
family caregivers of patients with less complex or severe functional
disabilities is unknown. Study outcomes were assessed via caregiver
self-report, which is subject to social desirability bias and recall bias.
Similarly, this study relied on convenience sampling to recruit participants, and individuals who self-selected to participate in the research
may be different than individuals who opted not to participate (e.g.,
may have worse well-being). Our assessment of caregiver functioning, while broad in scope, did not provide insight into other aspects of
caregiver functioning that effect physical and emotional health. Specifically, strengths-based approaches informed by positive psychology
highlight the importance of considering individuals’ strengths and resilience-promoting factors that may be leveraged to facilitate health
and psychological well-being, such as benefit finding and optimism
(Bertisch et al., 2014; Brand et al., 2016; Donaldson et al., 2014; Fredrickson, 2000; Lianov et al., 2019; Park et al., 2016). Finally, a potential study limitation is it cannot be assumed that responses to the
MHP-H items are due to informal caregiving or the circumstances that
led to assumption of this role.

Conclusions and Implications
The challenges facing caregivers in both psychosocial and physical
health domains in our sample of caregivers in a medical rehabilitation
hospital highlight the importance of integrating assessment of the informal caregiver into health care delivery settings. There is need to
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develop and evaluate targeted interventions to improve caregiver wellbeing following the onset of the caregiving role, as a large number
of caregivers are already facing threats to well-being. This study has
important implications for systems and ecologically minded rehabilitation counselors whose scope of practice involves working with the
family members who support individuals with disabilities as well as
working directly with children and adults with disabilities. Research
highlights the prominent role of family and caregiver social support in
promoting resilience and positive outcomes for individuals with disabilities (Bhattarai et al., 2020). Caregivers’ capacity to provide social support (and perform critical caregiving tasks) is reduced when
they are experiencing challenges to their own health and psychological well-being. Awareness of the specific challenges facing caregivers to individuals with disabilities at the onset of the caregiving role
may help rehabilitation counselors to design rehabilitation interventions that address these challenges early in treatment, leading to an
improved capacity for social support and in turn desirable outcomes
for individuals with disabilities.
Mindfulness meditation-based interventions appear to be a familiar and acceptable approach that may help to reduce the experience
of stress and caregiver burden, placing informal caregivers on a positive trajectory for long-term health and well-being (Bolier et al., 2013).
With their training in assessment, human behavior, and intervention,
rehabilitation counselors are well positioned to incorporate this clinical approach into their practice. A key challenge in designing and
delivering this type of intervention to family caregivers in the medical rehabilitation settings is systematically and accurately identifying
those in need of services, and ensuring that the intervention is low
burden to accommodate caregivers’ busy schedules but sufficiently
powerful to confer benefits.
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